
December 19, 2008 
 
President-Elect Obama 
Office of the Presidential Transition Team  
Washington, DC 
 
Dear President-Elect Obama, 
 
On behalf of the ARCH National Respite Coalition, the Lifespan Respite Task Force, and 
other national and state partners, we applaud your commitment to the nation’s family 
caregivers in the context of social, health and long-term care reform proposals. We are 
writing to urge the in-coming Administration’s immediate support for full funding of the 
Lifespan Respite Care Act (PL 109-442) in FY09 and FY10. Specifically, we  urge the 
new Administration to consider the following recommendations to be implemented in 
the First 100 Days:   
 

• The Administration should encourage and support enactment of $53.3 
million for Lifespan Respite in the final FY 09 Labor, HHS, Education 
appropriations bill; and  

 
• The President’s proposed budget for the Department of Health and Human 

Services for FY 10 should include $71.1 million for Lifespan Respite, the 
amount authorized by the Lifespan Respite Care Act. 

 
The Lifespan Respite Care Act authorizes competitive grants to Aging and Disability 
Resource Centers in collaboration with a public or private non-profit state respite 
coalition or organization to make quality respite available and accessible to family 
caregivers regardless of age or disability. The law allows grantees to identify, 
coordinate and build on federal, state and local respite resources and funding streams, 
and would help support, expand and streamline planned and emergency respite, 
provider recruitment and training, and caregiver training. 
 
Despite its widely supported enactment in 2006, the federal Lifespan Respite program 
has not yet been funded.  The FY09 Senate Budget Resolution reserves $53 million in 
the Department of Health and Human Services account for Lifespan Respite. However, 
the Senate FY09 Labor/HHS/Ed appropriations bill included no funding, while the 
House bill included $5 million. A new Congress provides an opportunity for crafting a 
new FY09 Labor/HHS/Education Funding bill. If that opportunity should arise, we 
urge you to encourage Congress to fund the Lifespan Respite at its full authorization 
level of $53 million in FY09.   
 
For FY2010, we urge you to recommend full funding of $71.1 million for Lifespan 
Respite in your FY 2010 budget proposal for the Department of Health and Human 
Services.  This is a modest proposal relative to the billions of dollars worth of 
uncompensated care provided today by the nation’s family caregivers.  The nation’s 
estimated 50 million family caregivers provide about 80% of long-term care. The latest 



AARP study revealed that in 2007, the economic value of uncompensated family 
caregiving to the U.S. economy was estimated at $375 billion, up from $350 billion the 
previous year. This amount is more than total Medicaid spending in 2007, including 
both federal and state contributions for both medical and long-term care ($311 billion).   
In addition, according to the National Alliance for Caregiving and the MetLife 
Institute, American businesses lose $17.1 to $33.6 billion annually in productivity 
costs related to caregiving responsibilities.  
 
In these times of serious budget constraints, the economic value that accrues from 
respite is exceptional. Respite, the most frequently requested family support service, 
has been shown to provide family caregivers with the relief necessary to maintain their 
own health, bolster family stability, keep marriages intact, and avoid or delay more 
costly nursing home or foster care placements. Delaying nursing home, institutional or 
foster care placement of just one individual for several months can save Medicaid, 
child welfare, or other government programs tens of thousands of dollars.  
 
We know what to do. The Act is based on model State Lifespan Respite Systems in 
Wisconsin, as well as in Oregon, Nebraska, and Oklahoma.  These systems provide 
easy access to an array of affordable, quality respite services; ensure flexibility to meet 
diverse needs; and assist with locating, training, and paying respite providers.  A new 
program is up and running in Arizona, as well.  
 
For families and individuals who may not qualify for any public or private respite 
funding, including children with severe disabilities, teens with serious emotional 
conditions, and adults with Multiple Sclerosis, ALS, traumatic brain injury,  spinal 
cord injuries, cancer, Alzheimer’s and many other chronic conditions, these programs 
may be holding out the only helping hand. For our wounded veterans returning home 
from war with traumatic brain injuries and other polytraumas, Lifespan Respite 
systems could be the lifeline their families must turn to in their new roles as life-long 
family caregivers.  
 
We urge you to work with Congress to secure the $53.3 million authorized by law for 
Lifespan Respite programs in the FY 09 Labor, HHS, and Education appropriations 
bill, recommend full funding for Lifespan Respite in the President’s FY 2010 budget 
proposal, and thank you for your ongoing leadership on this issue.  We respectfully 
submit for your review, a respite transition brief to provide background and answer any 
questions you may have about the critical importance of respite. If you require more 
information, please don’t hesitate to contact Jill Kagan with the National Respite 
Coalition at jbkagan@verizon.net or 703-256-9578.  
 
During the first 100 days of the new Administration, send a message to the nation’s 
family caregivers that we value their health and well-being and that help is on the way 
in these economically devastating times.  

 
Sincerely, 
 



National 
Alzheimer’s Foundation of America 
American Association for Geriatric Psychiatry 
American Network of Community Options and Resources 
American Psychological Association 
American Public Health Association 
American Society on Aging 
Association of University Centers on Disabilities 
Autism Society of America 
Brain Injury Association of America 
Chronic Illness Coalition 
Easter Seals 
Generations United 
Lutheran Services in America 
National Alliance for Children’s Trust and Prevention Funds 
National Association of Social Workers 
National Association of State Head Injury Administrators 
National Center on Caregiving, Family Caregiver Alliance 
National Child Abuse Coalition 
National Down Syndrome Congress 
National Down Syndrome Society 
National Family Caregivers Association 
National Federation of Families for Children’s Mental Health 
National MPS Society 
National Multiple Sclerosis Society 
National Respite Coalition 
Paralyzed Veterans of America 
Rosalynn Carter Institute for Caregiving 
The ALS Association 
The Arc of the United States 
Title II Community AIDS National Network 
United Cerebral Palsy  
United Spinal Association 
Well Spouse Association 
 
 
State and Local 
(alphabetical by state) 
 
Alabama Lifespan Respite Resource Network 
United Cerebral Palsy of Huntsville and Tennessee Valley, Inc, AL 
Arizona Interfaith Network 
Arizona Lifespan Respite Care Network, State of Arizona 
Foundation for Senior Living, Phoenix, AZ 
Hopi Tribal Program, Office of Elderly Services, Kykotsmovi, AZ 
Pima County Interfaith Council, Tucson, Pima Co., AZ 
Yuma County Interfaith Council, Yuma County, Arizona 



Valley Interfaith Project, Phoenix and Maricopa County, Arizona  
California Respite Association 
Delaware Caregivers Support Coalition 
Connecticut Lifespan Respite Coalition     
University of Delaware Center for Disabilities Studies 
Georgia Lifespan Respite Coalition 
Illinois Respite Coalition 
Iowa Respite and Crisis Care Coalition 
Respite Outreach Care for Kansans Organization, Inc., Wichita, Kansas 
Kansas Lifespan Respite Coalition  
Maryland Respite Care Coalition 
Hope and Healing Foundation, Michigan 
Developmental Educational Assistance Program, Miles City, MT  
Nebraska Respite Coalition 
Autism Family Services of NJ, Brick, NJ 
Caregivers of New Jersey- Bordentown, NJ 
Epilepsy Foundation of NJ, Trenton, NJ 
Family Resource Network, Trenton, NJ 
Family Support Center of NJ, Manasquan, NJ 
New Jersey Lifespan Respite Coalition 
Prevent Child Abuse New York 
North Carolina Respite Care Coalition 
Oklahoma Respite Resource Network 
Lifespan Respite Network of Jackson County, Medford, Oregon 
Oregon Lifespan Respite Program 
Senior and Disability Services, Central Point, OR 
Alliance for Community Respite Care, Pittsburgh PA 
CareBreak at the Watson Institute, Sewickley PA 
Pennsylvania Lifespan Respite Coalition 
South Carolina Respite Coalition 
Tennessee Respite Coalition 
Vermont Family Network/ Family Voices of Vermont 
Partnership for People with Disabilities, VCU, Richmond, Virginia 
 
 
cc:  Secretary Designate Tom Daschle 

John Podesta 
Valerie Jarrett 
Michael Strautmanis 
Dana Singiser 
Karen Richardson 
Elizabeth Engel  
Dora Hughes 
Kareem Dale 

 
 


